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Medicaid's Gold Standard Coverage for Children
and Youth: Past, Present, and Future
Jane Perkins* & Sarah Somers'

Since 1967, federal law has entitled low-income children and youth under
age twenty-one to coverage of Early and Periodic Screening, Diagnostic and
Treatment (EPSDT) services through Medicaid.' Designed specifically for
these low-income children, EPSDT not only offers comprehensive screening
services and a broad scope of treatment benefits but also incorporates care
coordination services designed to ensure that children and families know
about EPSDT and how to use it.2 Properly implemented, EPSDT is the gold
standard coverage for children.
This article offers a comprehensive overview of the EPSDT benefit. After
providing information about the various population groups entitled to
EPSDT and a brief overview of the Medicaid program, we explain the driving
forces behind EPSDT. Congress intended EPSDT to be implemented
aggressively and has amended the law on multiple occasions to make that
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clear.3 Next, we discuss what EPSDT looks like today and how EPSDT
performance can be measured by policy makers, health care providers, press,
advocates, and other members of the public using publicly available data.
Finally, we assess the future implementation of EPSDT. As we explain, in
order to achieve its promise, EPSDT will need to embody twenty-first
century standards of care. That is to say, ensuring up-to-date preventive
screening services will not be enough. States will need to focus their
attention on the nature and extent of diagnostic and treatment services. For
example, the EPSDT benefit must be more aggressively used to cover familycentered, community-based services for children with special health care
needs. Moreover, EPSDT must work to help address the social determinants
of health which occur outside of clinical settings. Finally, states and their
managed care contractors must be held accountable for complying with the
requirements of the Medicaid program by using accurate and timely data to
expose and address health inequities.
I.

BACKGROUND

There are more than seventy-three million children in the United States,
making up twenty-two percent of the population. 4 In 2018, about one in
seven children lived in a household with an income below the poverty level.5
Notably, of those poor children, almost seventy-one percent were children of
color. 6 The main sources of insurance for poor children are the Medicaid
program and Children's Health Insurance Program; these programs covered
forty-six million children in 2018.' Despite the fact that children make up
forty percent of all Medicaid enrollees, only nineteen percent of Medicaid
expenditures were attributable to children at this time.8
Medicaid is the publicly funded health insurance program for low-income
people in the United States.9 Established in 1965 by Title XIX of the Social

3 See infra Section 11.

4 CHILDREN'S DEF.
ed., 2020).

FUND, THE STATE OF AMERICA'S CHILDREN 2021 6 (Children's Def. Fund

5 Id. at 6.
6 Id
7 U.S. DEP'T HEALTH & HUM. SERVS., FEDERAL FISCAL YEAR

(FFY) 2018

STATISTICAL

ENROLLMENT DATA SYSTEM (SEDS) REPORTING 3, tbl. 1 (2019), https://www.medicaid.gov/
sites/default/files/2019-12/fy-2018-childrens-enrollment-report.pdf.
8 CTRS. FOR MEDICARE & MEDICAID SERVS., MEDICAID & CHIP BENEFICIARIES AT A GLANCE

1, fig. beneficiary characteristics (2020), https://www.medicaid.gov/medicaid/quality-ofcare/downloads/beneficiary-ataglance.pdf.
9 ProgramHistory, MEDICAID.GOV, https://www.medicaid.gov/about-us/programhistory/index.html (last visited Mar. 13, 2021).
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Security Act, 10 it is jointly funded and administered by the state and federal
governments." Each participating state must comply with federal Medicaid
laws when operating their programs, such as having a state Medicaid plan
that governs program operation." Further, states must meet minimum
federal requirements, including eligibility standards, the scope of services
provided, and procedural due process protections.13 Each state also has the
option to exceed these minimum standards, including providing coverage to
additional categories of eligible people and covering additional categories of
services." All states have chosen to participate in the Medicaid program,
consequently binding the states to the federal standards. 15
In order to qualify for Medicaid, a person must fit into a covered eligibility
group, have a limited income, be a resident of the state in which they are
applying and be a U.S. citizen or meet the strict requirements for eligibility
for immigrants. 16 Children are covered under the following categories:
*

Children and youth in low-income families. Children under age

nineteen with family incomes below 133% of the federal poverty
level (FPL).17 Covering children with higher incomes, including
children who are covered by the separate Children's Health
Insurance Program, is optional. 18
*

Children of caretakerrelatives. Children who would have qualified

under the former Aid to Families with Dependent Children (AFDC)

10 Id.
" See Social Security Act, 42 U.S.C. § 1396a (2006) (showing the funding and
administration of Medicaid); FinancialManagement, MEDICAID.GOV, https://www.medicaid.
gov/medicaid/financial-management/index.html (last visited Mar. 13, 2021).
12 42 U.S.C. § 1396a(a)(4).
13 See id. § 1396a(a) (setting forth requirements for each state Medicaid plan); see also id. §
1396d(a) (listing categories of services that must or may be covered).
14 Id. §§ 1396a(a)(10)(B), 1396d(a).
15 See, e.g., Schweiker v. Gray Panthers, 453 U.S. 34, 36 (1981) (demonstrating the binding
standards of Medicaid).
16 42 U.S.C. §§ 1396a(a)(10)(A) (eligibility and income), 1396a(b)(2) (prohibition of
residence requirements that exclude any individual residing in the state), 1396a(b)(3)
(eligibility for citizens); Personal Responsibility and Work Opportunity Reconciliation Act,
8 U.S.C. § 1611 (1997) (limiting eligibility for immigrants); CMS General Eligibility
Requirements, 42 C.F.R. § 435.403 (2012) (describing residency requirements).
17 42 U.S.C. §§ 1396a(a)(10)(A)(i)(V), (VI), (VII), 1396a(1).
18 Id. §§ 1396a(a)(10)(A)(ii)(IX), 1396a(a)(10)(A)(ii)(XIV).
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cash assistance program, because they are in very low income
single-parent family are covered. 19
" Children with disabilities. Children who qualify for Supplemental
Security Income (SSI) or, in some states, children who meet stricter
requirements than those applicable to SSI, must be covered. 20
States may also cover certain children because they need an
institutional level of care.21
" Children who are adopted or in foster care. States must cover
children in foster care or who are receiving adoption assistance
under Title IV-E of the Social Security Act and have the option to
cover other foster and adopted children. 22
" Medically needy children. States may cover children who have
income or resources that exceed the mandatory coverage levels. 23
They may qualify after incurring medical expenses that bring their
incomes below the state's medically needy income level. 24
All U.S. citizen children who meet the eligibility requirements for
Medicaid must be covered.25 This includes children born in the United States
to undocumented immigrant parents. 26 However, most immigrant children
are barred from receiving full Medicaid benefits for the first five years after

§ 1396a(a)(10)(A)(i)(I); see Personal Responsibility and Work Opportunity
Reconciliation Act of 1996, Pub. L. No. 104-193, § 103, 110 Stat. 2105, 2110-2184 (1996)
(codified at 42 U.S.C. § 1305 note) (repealing AFDC and replacing it with the Temporary
19 Id.

Assistance to Needy Families program). Children do not automatically qualify even if they
are enrolled in TANF, although most qualify on an independent basis because of their low
incomes. See KAISER FAM. FOUND., PARTICIPATION IN WELFARE AND MEDICAID

ENROLLMENT-ISSUE PAPER (Aug. 30, 2018), https://www.kff.org/medicaid/report/
participation-in-welfare-and-medicaid-enrollment-issue/.
20 42 U.S.C. § 1396a(a)(10)(A)(i)(II) (eligibility for SSI recipients or the equivalent);
§ 1396a(e)(3) (eligibility for home and community-based care for those needing institutional
services).
21 Id. § 1396a(e)(3).
22 Id. §§ 1396a(a)(10)(A)(i)(I), 1396a(a)(10)(A)(ii)(VIII).

Id. § 1396a(a)(10)(C)(ii)(I).
Id. § 1396a(a)(10)(C).
25 See id. § 1396a(b)(3) (demonstrating the eligibility requirements).
26 Id. § 1320b-7(d)(1)(A)(iii) (2006) (showing that anyone born in the United States
regardless of the immigration status of their parents, may receive benefits); § 1320b-7.
23

24
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they enter the country. 27 One of the only exceptions is that Medicaid will
cover "emergency medical conditions" for these children. 28
Medicaid requires states to include certain categories of services in their
state plan and provides states the option to choose others. 29 Specifically,
states must cover hospital services, 30 physician services,3 1 nurse practitioner
services,32 and EPSDT.33 The states have the option to include prescription
drug coverage,34 dental services," and physical or related therapies.36
II.

WHY EPSDT?

In 1964, a study found that about one-third of eighteen-year-olds
registering with the Selective Service failed to qualify for military duty
because of untreated health conditions, including a large portion of draftees
being rejected for emotional and mental health reasons. 37 The Department
of Health, Education, and Welfare (HEW), the predecessor agency to the
Department of Health and Human Services (DHHS), was concerned with
these findings and convened the Program Analysis Group (Group). After
further study during 1964, the Group estimated that sixty-two percent of the
conditions found by the Selective Service could be prevented or treated
through the provision of comprehensive and continuous health care. 38 The
27

8 U.S.C. § 1613(a) (2006).

28 Id.; Personal Responsibility and Work Opportunity Reconciliation Act, Pub. L. No. 104-

193, § 402, 110 Stat. 2105, 2262-64 (1996) (codified at 8 U.S.C. §§ 1601-46). There are
exceptions for certain "qualified aliens," including lawful permanent residents and certain
refugees and asylees, 8 U.S.C. § 1611(b)(1)(A) (2006).
29 42 U.S.C. §§ 1396a(a)(10)(A), 1396d(a) (2020).
30
'd. §§ 1396d(a)(1)-(2).
31 Id. § 1396d(a)(5)(A).
32
Id. § 1396d(a)(21).
33 Id. §§ 1396a(a)(43), 1396d(a)(4)(B), 1396d(r).
34 Id. § 1396d(a)(12).
35 Id. § 1396d(a)(10).
36

Id. § 1396d(a)(11).

37 See PRESIDENT'S TASK FORCE ON MANPOWER CONSERVATION, ONE-THIRD OF A NATION: A
REPORT ON YOUNG MEN FOUND UNQUALIFIED FOR MILITARY SERVICE 11 (Jan. 1, 1964)

(discussing that about one-third of all men turning eighteen would not be qualified for the

armed forces due to medical reasons or failure of the "mental test").
See Patricia Butler, An Advocate's Guide to Early and Periodic Screening, Diagnosis and
Treatment, at 10 CLEARINGHOUSE REV. 1, 2 (May 1976) (citing U.S. DEP'T HEALTH EDUC.
&

38

WELF., OFF. ASSISTANT SEC. FOR PROGRAM COORDINATION, RPT. OF THE PROGRAM ANALYSIS

GROUP ON CHILD HEALTH at V.1 (1966)); see also L. Kate Mitchell, The Promise and
Failuresof Children'sMedicaidand the Role of Medical-Legal Partnershipsas Monitors
and Advocates, 30 HEALTH MATRIX 175, 187-88 (2020) (discussing that access to
preventive, diagnostic, and treatment services can drastically improve health outcomes for
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Group envisioned a program "to provide early case finding and treatment of
congenital and other chronic disorders in children."3 9 When President
Lyndon B. Johnson introduced legislation in 1967 to address the problem, he
emphasized the need for timely screening and prompt treatment of lowincome children:
The problem is to discover, as early as possible, the ills that handicap our
children. There must be continuing follow-up and treatment so that
handicaps do not go neglected. 40

Shortly thereafter, Congress amended the Medicaid Act to require states
to provide:
Such early and periodic screening and diagnosis of individuals who are
eligible under the plan and are under the age of [twenty-one] to ascertain
their physical or mental defects, and such health care, treatment, and other
measures to correct or ameliorate defects and chronic conditions
discovered thereby[.]41

Legislative history shows that Congress intended states to engage in
aggressive efforts to locate low-income children and address their mental and
physical conditions as quickly and comprehensively as possible. The House
of Representatives' report accompanying the legislation stated:
Organized and intensified case-finding procedures will be carried out in
well-baby clinics, day care centers, nursery schools, Headstart centers in
cooperation with the Office of Economic Opportunity, by periodic
screening of children in schools, through follow-up visits by nurses to the
homes of newborn infants, by checking birth certificates for the reporting
of congenital malformation and by related activities.42

children); SARA ROSENBAUM ET AL., ISSUE BRIEF: NATIONAL SECURITY AND U.S. CHILD
HEALTH POLICY: THE ORIGINS AND CONTINUING ROLE OF EPSDT 6-11 (Geo. Wash. Univ.

Sch. of Pub. Health & Health Servs., Apr. 2005) (discussing history of EPSDT statute).
39 See Butler, supra note 38, at 1 (citing Rpt. of the ProgramAnalysis Grp. at I11.18-21). The
Program Analysis Group's recommendations were included in the Child Health Act of 1967.
See also Child Health Act of 1967, H.R. REP. No. 90-5701 § 301 (1967) (showing the
recommendations placed in the Child Health Act of 1967).
40 113 CONG. REC. 2883 (Feb. 8, 1967).
41 Social Security Amendments of 1967, Pub. L. No. 90-248 § 302(a), 81 Stat. 821 (1967)
(adding 42 U.S.C. § 1396d(a)(4)(B) (effective July 1, 1969)); see also id. § 505(a)(7)
(adding 42 U.S.C. § 705(a)(7) Maternal and Child Health provisions requiring states to

provide "for early identification of children in need of health care and services . . ").
42 H.R. REP. No. 90-544, at 127 (1967).
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HEW issued regulations and guidance documents to implement the 1967
amendments. 43 States were required to ensure that Medicaid-eligible
children's needs were identified and that they received necessary services
and treatments promptly. 44 The Department's Medical Assistance Manual
discussed EPSDT history and explained the basic EPSDT obligations. 45 The
agency noted that, with the 1967 amendment,
Congress intended to require States to take aggressive steps to screen,
diagnose and treat children with health problems. . . . Senate and House
Committee reports emphasized the need . . . to make services available so
that young people can receive medical care before health problems become
chronic and irreversible damage occurs. 46

Thus, the agency confirmed that the amendment required states to
"actively seek out eligible individuals" in order to inform them of EPSDT
and help them obtain screening and treatment. 47 The agency further
explained that the 1967 amendment required states to implement
comprehensive services statewide, "so that young people who are eligible for
Medicaid services will have access to a coordinated, integrated evaluation
process and health care system." 48
The Medical Assistance Manual also emphasized the intent of the 1967
amendments to ensure the timely provision of EPSDT services: Screening
was to occur periodically, at pre-set intervals, and otherwise when further
evaluation was needed. 49 Diagnostic referrals were to be made "without
delay," with state follow-up to make sure the evaluation occurred. 50 Finally,
the Medicaid Assistance Manual instructed states to enlist a range of health
providers so that EPSDT could achieve "early case finding and diagnosis, as
well as prompt and effective treatment...."
The 1967 EPSDT amendments clearly intended states to take aggressive
actions to reach and inform families of the EPSDT benefit and to provide
low-income children and youth with services to ensure both early
43 Id. at H10676.

44 See,

e.g., 36 Fed. Reg. 21,409 (1971) (promulgating 45 C.F.R. § 249.10, requiring states
to "assure that individuals under 21 years of age who are eligible for medical assistance

receive the services....").

45

U.S. DEP'T OF HEALTH EDUC. & WELFARE, MEDICAL ASSISTANCE MANUAL

§ 5-70-20

(1972).
46

Id

47 Id. at § 5-70-20A.
48 Id. at §§ 5-70-20D, 5-70-20A.
49 Id. at § 5-70-20E.

50 Id. at § 5-70-20F.
5 Id. at § 5-70-20A.
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identification and treatment of health conditions.52 "This set the EPSDT laws
apart from the rest of the Medicaid program because it marked a clear
departure from Medicaid's role as a mere 'vendor payment' program that
paid providers upon submission of a claim."
However, the aggressive implementation never materialized because,
once again, states failed to adhere to the requirements of the EPSDT statute
and rules. Accordingly, a frustrated Congress enacted legislation in 1972 to
get states' attention. 54 The 1972 legislation imposed a one-percent reduction
in federal funding to a state's Aid to Families with Dependent Children
program for any quarter during which the state failed to inform families of
EPSDT or ensure the provision of EPSDT services pursuant to minimum
federal standards.55 Federal regulations that implemented the penalty
included, among other things, quantified, 60-day timeframes for prompt
delivery of screening and treatment services.5 6 Additional, sub-regulatory
federal guidance confirmed that a state would be penalized if it did not meet
the 60-day requirements, regardless of how a recipient requested EPSDTwhether directly from the state or elsewhere (e.g., from a provider).57
Notably, the guidance explicitly provided that having a scarcity of providers
would not protect a state from the penalty. 58 That is to say, timely service
delivery "mean[t] seeing that the recipient gets to the . . office for diagnosis
and treatment within the specified time frame."59
Even with these federal laws in place, state implementation dragged. As
a 1974 case from Indiana, Stanton v. Bond, illustrates, children and families
began to turn to the courts as a mechanism to move EPSDT from paper

52 See generally, U.S. DEP'T OF HEALTH EDUC. & WELF., supra note 45 (showing the

activities and benefits provided to low-income children).
53 Brief for the National Health Law Program, as Amici Curiae Supporting PlaintiffsAppellees at 16, Rosie D. v. Baker, 986 F.3d 51 (2020) (No. 19-1262) [hereinafter Brief for
the National Health Law Program et al.].
14 Social Security Amendments of 1972, Pub. L. No. 92-603, § 403(g), 86 Stat. 1329, 1463
(1972) (implementing 42 U.S.C. § 603(g)).
ss Id. In 1972, a child whose family was receiving AFDC automatically qualified for
Medicaid coverage. The AFDC cash assistance program has been replaced by Temporary
Assistance to Needy Families.
56 See 45 C.F.R. § 205.146(c) (1974) (removed as obsolete, 62 Fed. Reg. 64301 (Dec. 5,
1997)) (stating sixty days for screening and treatment referral; treatment initiation within 60
days of initial request for screening).
57 Brief for the National Health Law Program et al., supra note 53, at 11. (citing to U.S.
DEP'T OF HEALTH EDUC. & WELF., MEDICAID REQUIREMENT FOR STATE PROGRAMS OF EARLY
AND PERIODIC SCREENING DIAGNOSIS, AND TREATMENT OF INDIVIDUALS UNDER 21: POLICY
INTERPRETATION PROGRAM AND PENALTY PROVISIONS 8, 13-17 (Aug. 1979)).
58

Id.

59

Id.
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policies to tangible, on-the-ground services. 60 Low-income families and
children filed this class action case because they were not informed about
EPSDT and were not getting the preventive and medical care services
EPSDT guarantees. 61 The Indiana Medicaid agency, which was responsible
for informing families about EPSDT, was not engaging in affirmative
outreach to them.62 The Seventh Circuit Court of Appeals ordered Indiana
to change its practice, reasoning:
It is utterly beyond belief to expect that children of needy parents will
volunteer themselves or that their parents will voluntarily deliver them to
the providers of health services for early medical screening and diagnosis.
By the time an Indiana child is brought for treatment it may too often be
on a stretcher. This is hardly the goal of "early and periodic screening and
diagnosis." 63

Congress also recognized the need for states to better inform families of
EPSDT. In 1981, Congress amended the Medicaid Act to require states to
inform all Medicaid recipients under age twenty-one of EPSDT and to
provide or arrange for screening and treatment services. 64 And even though
Congress repealed the AFDC penalty provision, it called on states to continue
to develop fully effective EPSDT programs."65
The federal agency, now DHHS, promulgated regulations in 1983.66 In
addition to implementing the informing and screening requirements now
reflected in the Medicaid Act, the agency focused on the timely provision of
treatment services, stating: "We believe that Federal regulations should still
include a set of requirements directed at assuring that services are delivered
to children in timely fashion. This implements Congressional intent that
States continue to develop fully effective EPSDT programs while paperwork
reporting requirements are reduced." 67 The agency proposed Services:
Requirements and Limits Applicable to Specific Services 42 C.F.R.
§ 441.56(e), requiring that states set standards for "timely delivery" of
services.6' The regulations tie timely provision of treatment services to
medical standards of care, as set by the professionals who provide that care,
60 Stanton v. Bond, 504 F.2d 1246 (7th Cir. 1974), aff'g, 372 F. Supp. 872 (N.D. Ind. 1974).

61 Id. at 1250-51.
62 Id. at 1251.
63 Id.
64 See 42 U.S.C. § 1396a(a)(44) (subsequently re-designated as § 1396a(a)(43)).
65 Omnibus Budget Recon. Act of 1981, Pub. L. No. 97-35 § 2171, 95 Stat. 483, 807 (1981).
66
Medicaid Program, Early and Periodic Screening, Diagnosis, and Treatment (EPSDT)
Program, 48 Fed. Reg. 38,015 (Aug. 22, 1983).
67 Id
68

Id

Published by LAW eCommons, 2021

9

Annals of Health Law and Life Sciences, Vol. 30 [2021], Iss. 2, Art. 5

162

Annals of Health Law and Life Sciences

Vol. 30

while still maintaining a quantified outside limit for when treatment must be
initiated. 69 As the federal agency noted when publishing the final rule,
"[p]eriodicity and timeliness requirements should be set based on
professional judgment since that best reflects what is required in order for
proper medical treatment to be provided. The regulations reflect that
approach." 7 0 The agency added: "we believe that requiring States to establish
time standards which meet reasonable standards of medical and dental
practice will ensure that States adopt the shortest possible time-span for each
step of the EPSDT cycle compatible with efficient administration of the
Medicaid program."71
Despite all of these efforts, states fell short, and children did not receive
EPSDT screens or treatment. As a result of states' failure to adequately
implement the program, in 1989 Congress yet again stepped in to clarify and
strengthen states' obligations to ensure that children receive early screening
and necessary treatment.72 The 1989 amendments clarified that states must
provide services necessary to "correct or ameliorate" health conditions. 73
The legislative changes also established the scope of EPSDT benefits by
removing the Secretary's authority to define EPSDT services and defining
them in the statute. 74 Accordingly, states must now ensure coverage of "other
necessary health care, diagnostic services, treatment and other measures
described in subsection (a) of the section [42 U.S.C. § 1396d(a)] to correct
or ameliorate defects and physical and mental illnesses and conditions
discovered by the screening services, whether or not such services are
covered under the State plan."75 States must also "arrang[e] for (directly or
through referral to appropriate agencies, organizations, or individual)
corrective treatment" that a child needs. 76
DHHS included guidance on the 1989 amendments in its State Medicaid
Manual (which replaced the HEW Medical Assistance Manual), describing

EPSDT as "A Comprehensive Child Health Program" which:

69 Services: Requirements and Limits Applicable to Specific Services, 42 C.F.R. §441.56(e)
(1984).
70
Early and Periodic Screening, Diagnosis, and Treatment (EPSDT) Program, 49 Fed. Reg.

43,654, 43,660 (1984).
71 Id. at 43,661.
See Omnibus Budget Reconciliation Act of 1989, Pub. L. No. 101-239, § 6403, 103 Stat.
2106 (1989) (discussing the need to treat conditions discovered by screening services).
73 42 U.S.C. § 1396d(r)(5) (2020).
74 See Omnibus Budget Reconciliation Act of 1989, supra note 72.
75 42 U.S.C. § 1396d(r)(5) (2020).
76 Id. at § 1396a(a)(43)(C) (2020); see, e.g., Katie A. ex rel. Ludin v. Los Angeles Co., 481
F.3d 1150, 1162 (9th Cir. 2007) ("Requiring the State actually to provide EPSDT services
72

that have been found to be medical necessary.").
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[C]onsists of two, mutually supportive, operational components: assuring
the availability and accessibility of required health care resources and
helping Medicaid recipients and their parents or guardians effectively use
them . . . These components enable Medicaid agencies to manage a
comprehensive child health program of prevention and treatment, to
systematically ...
[a]ssess the child's health needs through initial and
periodic examinations and evaluation, and [a]ssure that health problems
found are diagnosed and treated early, before they become more complex
and their treatment more costly."7

More recently in 2014, DHHS issued EPSDT-A Guide for States:
Coverage in the Medicaid Benefitfor Children and Adolescents [hereinafter

EPSDT Guide].78 According to the EPSDT Guide, the EPSDT benefit is
"designed to assure that children receive early detection and care so that
health problems are averted or diagnosed and treated as early as possible."79
The EPSDT Guide continues: "[t]he affirmative obligation to connect
children with necessary treatment makes EPSDT different from Medicaid for
adults . . [and] . . is a crucial component of a quality child health benefit." 80
The federal agency summarizes the states' obligations to ensure that children
receive necessary treatment promptly as follows: "[t]he EPSDT benefit is
more robust than the Medicaid benefit for adults and is designed to assure
that children receive early detection and care, so that health problems are
averted or diagnosed and treated as early as possible."81
In sum, since EPSDT was first enacted in 1967, Congress and DHHS, the
agency responsible for overseeing the states' compliance with the law, have
affirmed that "the EPSDT obligation is . . . extremely broad," 2 and that the

77 U.S. DEP'T OF HEALTH & HUM. SERVS., STATE MEDICAID MANUAL

§ 5010B (Apr. 1990).

78 CTRS. FOR MEDICARE & MEDICAID SERVS., EPSDT-A GUIDE FOR STATES: COVERAGE IN
THE MEDICAID BENEFIT FOR CHILDREN AND ADOLESCENTS 2 (2014) [hereinafter EPSDT

Guide] (stating that while it does not establish new policy, the EPSDT Guide serves the
important purpose of compiling federal EPSDT policy guidance over the years into one
place).
79 Id. at 1 ("The goal of EPSDT is to assure that individual children get the health care they
need when they need it-the right care to the right child at the right time in the right
setting.").
80 Id. at 5; see also, e.g., Memisovski ex rel. Memisovski v. Maram, No. 92 C 1982, 2004
WL 1878332, at *50 (N.D. Ill. Aug. 23, 2004) (stating that EPSDT "differ[s] from merely

providing 'access' to services; the Medicaid statute places affirmative obligations on states
to assure that these services are actually provided to children on Medicaid in a timely and

effective manner.").
" EPSDTGuide, supranote 78, at 1.
82 Katie A. ex rel. Ludin v. Los Angeles Co., 481 F.3d 1150, 1154 (9th Cir. 2007).
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state's "obligations with respect to EPSDT services require more proactive
steps, such as actual provision of services . . in a timely fashion." 83
III.

THE CURRENT LAW EXPLAINED

Today's EPSDT benefit maintains the essential elements finalized in the
1989 legislation, consisting of outreach and informing; screening, diagnostic,
and treatment services; ensuring provider availability; and annual reporting
on EPSDT performance. 84
Outreach and Informing

States must use a combination of written and oral methods to effectively
inform potentially eligible families about: (1) the benefits of preventive
healthcare; (2) the services available through EPSDT; (3) that services are
available without charge; and (4) that transportation and scheduling
assistance are available upon request.8 5 In carrying out these functions, states
must also comply with the Americans with Disabilities Act (ADA) and
provide reasonable accommodations for any person who may have difficulty
receiving information about EPSDT because of a disability, including vision
or hearing problems or learning disabilities. 86 States must also ensure that
families and children who have limited English proficiency have meaningful
access to services by, for example, providing translated materials in language
predominant in the area. 87
Screening Services
The EPSDT statute requires states to provide four different types of
screens: vision, hearing, dental, and medical. 88 Medical screens must
include: (1) a comprehensive health and developmental history, (2) an
unclothed physical examination, (3) administration of required
immunizations, (4) laboratory testing, and (5) appropriate health education
and anticipatory guidance. 89 A mental health history must also be a part of

83 Clark v. Richman, 339 F. Supp. 2d 631, 646-47 (M.D. Pa. 2004); id. at 640, 647 (citing 42
C.F.R. § 441.56(e)).
84 42 U.S.C. §§ 1396a(a)(43)(A), 1396d(r) (2014).
85 CMS EPSDT Required Activities, 42 C.F.R. § 441.56(a)(2)(1984).
86 Id. § 441.56(a)(2)(iv); see also EPSDT Guide, supra note 78, at 17, 21.
87 EPSDTGuide, supranote 78, at 17.
88 42 U.S.C. §§ 1396a(a)(43)(B), 1396d(r)(1)-(4).
89 Id. at § 1396d(r) (1999); H.R. Rep. No. 101-247, at 399 (1989); see also CMS, STATE
MEDICAID MANUAL, ch. 5, § 5123.2.E (listing required content for medical screenings).
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the medical screen. 90 Hearing and vision screens must use procedures that
are age appropriate and formulated in consultation with those who provide
these services. 91 Finally, states must provide dental screens and services,
which, at a minimum, must include "relief of pain and infections, restoration
of teeth, and maintenance of dental health."92
Periodicityof Screens
The Medicaid statute requires delivery of "periodic" screens at preset
intervals established by the states. 93 The law requires that qualified providers
perform each of the four types of screens at different intervals in accordance
with periodicity schedules that meet the standards of pediatric medical and
dental practice. 94 The statute does not prescribe the content and timing of
medical screens. 95 Rather, CMS directs states to use the standards of the
American Academy of Pediatrics or the National Center for Education in
Maternal and Child Health's Bright Futures.9 6 EPSDT also requires
coverage of "inter-periodic" screens, which are visits to a health care
provider at "such other intervals, indicated as medically necessary, to
determine the existence of an illness or condition." 97
Treatment

EPSDT requires coverage of a broader scope of treatment than Medicaid
services for adults. Both mandatory and optional services that a state can
cover under Medicaid are considered "covered services" even if those
services are not covered for adults. 98 Moreover, EPSDT has its own medical
necessity definition that is more expansive than the definition generally
applied to services for adults. 99 The Medicaid Act requires coverage of a

90 See generally CMS, STATE MEDICAID MANUAL, supra note at 89, ch. 5,
91

Id.

92
93
94
95

42 U.S.C. § 1396d(r)(3) (1999).

§

5123.2.F(1).

Id. at § 1396d(r)(1)-(4).
Id.
Id.

96

CMS, STATE MEDICAID MANUAL, supranote 89, at ch. 5 § 5123.2 (2000); see also AM.
ACAD. OF PEDS., Bright Futures, https:/ibrightfutures.aap.org/materials-and-tools/guidelinesand-pocket-guide/Pages/default.aspx (last visited April 6, 2021) (showing the standards used

by American Academy of Pediatrics and Child's Health Bright Futures).
97 42 U.S.C. § 1396d(r)(1)-(4).
98 Jane Perkins, Medicaid Early and Periodic Screening, Diagnosisand Treatment

Factsheet, NAT'L HEALTH L. PROGRAM 1, 4 (2008), see also 42 U.S.C.
services).
99 42 U.S.C. § 1396d(r)(5) (1999).
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service if it is among the list of Medicaid services and "necessary . . . to
correct or ameliorate defects and physical and mental illnesses and
conditions. .. ."100 This means that limits on the amount, duration, or scope
of benefits that may apply to adult services cannot automatically apply to
EPSDT services. Instead, the determination of the type and amount of
service needed must be individualized. 101 For example, if a state does not
cover physical therapy for adults, or covers a strictly limited amount, that
cannot apply to coverage of the service for children. Rather, EPSDT must
cover those services to the extent needed by the individual child. 10 2 As the
federal Medicaid agency has stated, EPSDT requires "the right care to the
right child at the right time in the right setting." 03
Consistent with these policies, courts have required states to make the
broad scope of benefits potentially available under the Medicaid program
when necessary to "correct or ameliorate" the child's condition. 1 4 Notably,
courts have not allowed states to simply wait for health care providers to
submit claims; rather, they hold states responsible for "arranging for"
services that the child needs. 105 Indeed, multiple courts recognize that
EPSDT's obligation is "proactive" and, regardless of whether it is
contracting with others for the provision of services, "the ultimate
responsibility to ensure treatment remains with the state." 106 As the United
States District Court for the District of Arizona stated:
Arizona may not simply shrug indifferently when children do not request
help, but instead must first affirmatively determine what obstacles lie
between the children and the help that is available, and then mitigate those
obstacles.107

Courts have ordered state Medicaid agencies to extend EPSDT to children
who need lead blood screens; 108 oral health services;1 09 family planning
100 Id.
101 EPSDT Guide, supra note 78, at
23.
102

Id.

Id. at 1.
10442 U.S.C. §§ 1396d(r)(5),1396a(a)(43) (2015).
105 Id. § 1396a(a)(43)(C).
106 Katie A. ex rel. Ludin v. Los Angeles County, 481 F.3d 1150, 1158-59 (9th Cir. 2007).
107 Tinsley v. Faust, 411 F. Supp. 3d 462, 473-74 (D. Ariz. 2019); see also O.B. v.
Norwood, 838 F.3d 837, 840 (7th Cir. 2016) (finding error where state agency "left the
search [for private duty nurses] to be conducted by parents who apparently lacked the
knowledge or experience required to hire the needed number of nurses without a painfully
103

protracted search").
10' Thompson v. Raiford, No. 3:92-CV-1539-R, 1993 WL 497232 (N.D. Tex. 1993).
109 See Mitchell v. Johnston, 701 F.2d 337 (5th Cir. 1983) (dental exams).
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services;... diabetic supplies; 11 1 augmentative communication devices;1

2

psychology services;"' therapy services for children with autism spectrum
disorders;1 4 incontinence supplies; 1 5 organ transplants; 16 psychiatric
residential treatment;1 1 7 behavioral health services; 118 transportation
services;119 and physical, occupational, and speech therapy."2
Although states may require prior authorization or have tentative limits for
treatment services, they may not have inflexible limits. 121 States may also

provide services in the most economic mode as long as it is "equally effective
and actually available" to the requested route, does not delay services, and
does not violate the ADA. 122 For example, the ADA requires that public
entities provide requested community-based services to persons with
disabilities when the request can be reasonably accommodated, taking into
account the resources available to the entity and the needs of other disabled
individuals who receive services from the entity. 123 Therefore, if a state can

accommodate that request, a state may not provide services in an institution

110 See Doe v. Pickett, 480 F. Supp. 1218, 1221 (S.D. W.Va. 1979) (finding parental consent
requirements conflicted with EPSDT mandates).
i" See Biewald et al. v. State, 451 A.2d 98 (Me. 1982) (medical assistance program for
testing materials essential to mother's treatment of her diabetic son).
112 Hunter v. Chiles, 944 F. Supp. 914 (S.D. Fla. 1996).
113 Chisholm v. Hood, 133 F. Supp. 2d 894 (E.D. La. 2001).
114 See K.G. ex rel. Garrido v. Dudek, 731 F.3d 1152, 1160 (11th Cir. 2013), on remand, 981
F. Supp. 2d 1275 (S.D. Fla. 2013) (issuing a permanent injunction requiring Florida to pay

for ABA); Parents' League for Effective Autism Servs. v. Jones-Kelley, 339 F. App'x 542,
552 (6th Cir. 2009) (enjoining state rules that restricted EPSDT coverage of ABA), aff'g 565
F. Supp. 2d 905 (S.D. Ohio 2008).
"5 S.D. ex rel. Dickson v. Hood, 391 F.3d 581, 596 (5th Cir. 2004); Smith ex rel. Smith v.
Benson, 703 F. Supp. 2d 1262, 1274 (S.D. Fla. 2010); Ekloff v. Rodgers, 443 F. Supp. 2d
1173, 1173 (D. Ariz. 2006).
116 Miller ex rel. Miller v. Whitburn, 10 F.3d 1315, 1321 (7th Cir. 1993), vacated; 816 F.
Supp. 505 (W.D. Wis. 1993); Pittman ex rel. Pope v. Sec'y Fla. Dep't of Health & Rehab.
Servs., 998 F.2d 887, 892 (11th Cir. 1993); Pereira v. Kozlowski, 996 F. 2d 723, 723 (4th

Cir. 1993).
Collins v. Hamilton, 349 F.3d 371, 376 (7th Cir. 2003).
Kirk T. v. Houstoun, No. 99-3253, 2000 WL 830731, at 6 (E.D. Pa. June 27, 2000).
119 Tex. Health & Hum. Servs. Comm'n v. Advocates for Patient Access, Inc., 399 S.W.3d
615, 630-31 (Tex. App. 2013).
120 A.M.T. v. Gargano, 781 F. Supp. 2d 798, 808 (S.D. Ind. 2011).
121 EPSDTGuide, supra note 78, at 24.
122 Id. at 25.
123 Statement of the Departmentof Justice on Enforcement of the IntegrationMandate of
Title II of the ADA and Olmstead v. L. C., U.S. DEP'T OF JUST., https://www.ada.gov/
olmstead/q&a-olmstead.htm (last updated Feb. 25, 2020).
117

118
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simply because it is less expensive. 124 States also do not have to cover a
treatment that it deems unsafe or experimental. 125 However, it is important
to note that a service is not necessarily experimental simply by virtue of being
rare. 126

Finally, states delivering services through managed care entities must
ensure that managed care plans comply with EPSDT, 127 including making an
adequate supply of providers available and providing the same scope of
services available to children not enrolled in managed care. 128 Moreover,

managed care plans may not impose a stricter medical necessity standard on
children. 129 Rather, the managed care plan must also comply with the
"correct or ameliorate" standard set forth in the statute. 130
IV.

MEASURING EPSDT PERFORMANCE

States continue to struggle to meet the benchmarks suggested by the
federal Medicaid agency for delivery of EPSDT services.
Similarly,
although state performance has improved in some respects, there is much
room for improvement. Principally, the federal and state governments
require reliable data in order to monitor performance and to determine how
to improve it. To this end, the federal Medicaid agency, state Medicaid
agencies, and private entities created a variety of mandatory and optional data
collection requirements that collect information about delivery of EPSDT
services. These complementary data sources measure EPSDT's reach and,
together, provide insight into how well states and managed care plans are
providing EPSDT services. In this section, we discuss three of the most
important data sources: (1) the federal Form CMS-416, (2) the HealthCare
Data and Information Set (HEDIS), and (3) the federal Core Set of Children's
Health Quality Measures.

124 Id.;

see also DOJ Prohibitions Against Discrimination, 28 C.F.R. § 35.130(d) (2008)
(requiring public entities to administer services in most integrated setting appropriate to the
needs of persons with disabilities); Letter from Timothy Westmoreland, Dir., Ctr. for
Medicaid & St. Operations, to St. Medicaid Dir. (Jan. 10, 2001) (on file with author).
125 EPSDTGuide, supra note 78, at 24-25. Neither the federal Medicaid statute nor the

regulations define what constitutes an experimental service. However, a state's
determination of whether a service is experimental must be reasonable and based on the
latest scientific information available. Id. at 24-25.
126

Id.

127

Id. at 29.
128 42 U.S.C. § 1396u-2(b)(5) (2006); 42 C.F.R. § 438.206 (2007).
129 EPSDTGuide, supra note 78, at 30.
130 See John B. v. Menke, 176 F. Supp. 2d 786, 794 (M.D. Tenn. 2001) (requiring Medicaid
managed care system to meet EPSDT mandates).
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Form CMS-416

The EPSDT statute has long included a built-in mechanism to measure
how well the program is meeting its goals - Form CMS-416 ("Form 416")."1
When Congress strengthened EPSDT in 1989, it added a requirement that
states report the number of children (1) receiving health screening services;
(2) referred for corrective treatment; (3) receiving dental services; and (4) the
state's results in attaining goals set by the Medicaid statute.32 States are
required to report this information to the federal Medicaid agency, CMS, on
the Form 416 each year.1 33 This enables CMS to "assess the effectiveness of
EPSDT services."13 4 CMS then posts the data for each state on its website.135
Form 416 data has immense value for CMS, but also to states and the
public because it collects and reports information on how each state is
performing on some of the primary EPSDT goals. 13 6 Each state reports
information about the delivery of screening, other services, and additional
aspects of EPSDT, allowing for comparisons among states.1 3 7 Moreover,
because CMS posts data dating back to 1995, a state's progress can be
tracked over time. 138 For example, Form 416 data shows that only forty
percent of eligible children in the United States received preventive dental
services in 2014, forty-two percent in 2016, and forty-three percent in
2018.139 These data show that nearly sixty percent of eligible children were
not receiving these crucial services for years. 140 Thus, states and CMS have
much work to do to ensure that all children receive these crucial services.
Form 416 data can also reveal serious underlying problems in children's
health. The Flint water crisis provides a dramatic recent example. In 2014,
officials in Flint, Michigan switched the source of the city's drinking

131 42 U.S.C. § 1396a(a)(43)(D).
132 Omnibus Budget Reconciliation Act of 1989, Pub. L. No. 101-239, § 6403, 103 Stat.
2106 (1989) (adding 42 U.S.C. § 1396a(a)(43)(D)).
133 Early and Periodic Screening, Diagnostic, and Treatment, MEDICAID.GOV,
https://www.medicaid.gov/medicaid/benefits/early-and-periodic-screening-diagnostic-andtreatment/index.html (last visited Apr. 22, 2021).
134 Id
135 Id
136 Id.; see also EPSDTGuide, supra note 78, at 31 (describing function of Form 416).
137 See Early and Periodic Screening, Diagnostic, and Treatment, supra note 133 (providing
EPSDT Form 416 data from all states for FY 1995-2019).
138 Id.

139 JANE PERKINS ET AL., CHILDREN'S HEALTH UNDER MEDICAID: A NATIONAL REVIEW OF

EPSDT 2015-2019 (Nat'l Health L. Program, forthcoming June 2021) (on file with authors).
140 Id.
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water. 141 This switch caused contamination of the city's water supply, which
resulted in thousands of child lead poisoning cases.142 Despite complaints
from residents about foul-looking and tasting water, officials denied that the
water was contaminated. 143 In 2015, a researcher at a Flint hospital serving
many low-income children pulled medical records containing lead blood
testing data. 1" The data showed that the number of children with higherthan-average blood lead levels had risen by more than 100% since the change
in the water supply. 145 This data existed only because EPSDT mandates
delivery, collection, and reporting of lead blood screening. 14 6
Despite its value, however, Form 416 does have shortcomings. For
example, it asks if a child has received "at least one initial or periodic
screen." 147 Thus, Form 416 does not indicate which type of screening a child
received (e.g. dental or medical) or whether they received the recommended
number of screenings under the state's periodicity schedule. 14 8 Form 416
does not report whether children received all elements of a screen. 149
Moreover, the data may undercount children who are screened if providers
do not report their activities, 150 or if managed care plans fail to report or verify

141 Mona Hatta-Attisha et al., Elevated Blood Lead Levels in ChildrenAssociated with the
Flint Drinking Water Crisis:A SpatialAnalysis of Risk and PublicHealth Response, 106
AM. J. PUB. HEALTH 283, 283 (2016).
142 Id.

Id. at 285; see also Jonathan Cohn, Think ObamacareRepeal Won't Affect Kids? Think
Again, HUFFINGTON POST (July 15, 2017 8:01 A.M.) https://www.huffpost.com/entry/
143

obamacare-repeal-kids_n_595ffad6e4b0615b9e91a4b2 (describing review of children's
medical records).
144 Id.; see also Nicole Carroll, Lead was Poisoning the Water in Flint, Mich. Dr. Mona
Hanna-AttishaPut Her Reputation on the Line to Prove It, USA TODAY (Aug. 27, 2020,
4:00 AM), https://www.usatoday.com/in-depth/life/women-of-the-century/2020/08/11/19thamendment-flint-water-crisis-elevated-dr-mona-hanna-attisha/5535823002/ (describing

review of children's medical records).
145

Id.

146 I
147 CTRS. FOR MEDICARE & MEDICAID SERVS., INSTRUCTIONS FOR COMPLETING FORM CMS416: ANNUAL EARLY AND PERIODIC SCREENING, DIAGNOSTIC, AND TREATMENT (EPSDT)

PARTICIPATION REPORT 7, https://www.hhs.gov/guidance/sites/default/files/hhs-guidancedocuments/2017.instructions%2520cms-416%2520annual%2520epsdt%2520report_9.pdf
(last visited May 28, 2021).
148 Id.

149 U.S. GOV'T ACCOUNTABILITY OFF., GAO-19-481, MEDICAID: ADDITIONAL CMS DATA
AND OVERSIGHT NEEDED TO HELP ENSURE CHILDREN RECEIVE RECOMMENDED SCREENINGS

21 (2019), https://www.gao.gov/products/gao-19-481 (last visited Apr. 22, 2021).
150 JANE PERKINS & SARAH SOMERS, TOWARD A HEALTHY FUTURE: MEDICAID EARLY AND
PERIODIC SCREENING, DIAGNOSTIC AND TREATMENT SERVICES FOR POOR CHILDREN AND

YOUTH 45 (2003).

https://lawecommons.luc.edu/annals/vol30/iss2/5

18

Perkins and Somers: Medicaid's Gold Standard Coverage for Children and Youth: Past, P

2021

Medicaid's Gold Standard for Children

171

their data.1" Fortunately, there are other sources that complement the data
provided by Form 416.
B.

HEDIS Data

The Healthcare Effectiveness Data and Information Set (HEDIS)
measures performance by managed care plans, including Medicaid managed
care. 152 At least three-quarters of Medicaid-enrolled children receive care
through managed care plans.15' Thus, HEDIS measures are an important tool
for tracking whether these children are receiving required EPSDT services. 15 1
The HEDIS measures are published by the private, non-profit organization
National Committee for Quality Assurance (NCQA). 55 There are more than
ninety measures that relate to six health care "domains;" including
effectiveness of care, access to and availability of care, and experience of
care. 156 Measures of children's health include immunization status, lead
screening,157 children and adolescent's access to primary care practitioners,
and well-child visits. 158 Information is collected for the state as a whole, as

well as for individual managed care plans, which allows for comparison of
performance among plans. 159 NCQA summarizes performance on selected

151

Id

152 States Using NCQA Programs, NAT'L COMM. FOR
QUALITY ASSURANCE,

https://www.ncqa.org/public-policy/work-with-states-map/ (last visited Apr. 22, 2021)
(describing states requiring Medicaid plans to report HEDIS to NCQA); see also Jane
Perkins & Sarah Somers, Sunshine and Accountability: The Pursuitof Information on
Quality in Medicaid Managed Care, 5 ST. LoUIs UNIV. J. HEALTH L. & POL'Y 153, 163
(2011) (describing use of HEDIS measures in Medicaid managed care).
153 Elizabeth Hinton et al., 10 Things to Know about MedicaidManaged Care, KAISER FAM.
FOUND. (Oct. 29, 2020), https://www.kff.org/medicaid/issue-brief/10-things-to-know-aboutmedicaid-managed-care/.
154 JANE PERKINS ET AL., supra note 139.
155
HEDIS and Performance Measurement, NAT'L COMM. FOR QUALITY
ASSURANCE,
https://www.ncqa.org/hedis/ (last visited Apr. 23, 2021).
156 Id
157 HEDIS Measures and Technical Resources, NAT'L COMM.
FOR QUALITY ASSURANCE,
https://www.ncqa.org/hedis/measures/ (last visited Apr. 23, 2021) (noting this measure does
not, however, reflect the Medicaid requirements for lead screening Cf. HEDIS measuring
one test with SMM calling for tests at twelve and twenty-four months of age).
158 Id.
159 See generally Sarah H. Scholle et al., Quality of Child Health Care: Expanding the Scope
and Flexibility of Measurement Approaches, 54 COMMONWEALTH FUND 1, 5-7 (2009)
(proposing a measurement framework for comprehensive well-child care to capture a richer

view of children's health care and take a more efficient approach to data collection at
multiple administrative levels).
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HEDIS measures from the previous calendar year, 160 including a dozen
related to child and adolescent health care. 161 For example, the most recent
report shows that 67.1% of children enrolled in Medicaid managed care plans
in 2019 received nutritional counseling, a significant increase from 2009,
when only 41.9% received it. 162

In comparison to Form 416, HEDIS has strengths and weaknesses. HEDIS
measures more aspects of health care delivery than Form 416 and can
therefore provide additional insight into delivery of services to children.
However, in contrast to Form 416, the federal Medicaid agency does not
require Medicaid managed care organizations to collect data on HEDIS
measures. 163 Even if states choose to require HEDIS reporting, they are free
to pick and choose which measures they require plans to use or change them
from year to year. 164 Academics, clinicians, and policy analysts have
questioned aspects of the measures, including their reliability and the cost of
implementation. 165 There may also be variations in states' methods of data
collection that make the measures less comparable across states. 166 For
example, states may use different childhood immunization measures (e.g.,
different combinations of immunizations, periodicity, or age groups). 167
Despite these concerns, the HEDIS measures provide a valuable source of
information about the care delivered by managed care plans to Medicaid
beneficiaries.

160 See State of Health Care Quality, NAT'L COMM. FOR QUALITY
ASSURANCE,
https://www.ncqa.org/report-cards/health-plans/state-of-health-care-quality-report/thankyou/ (last visited Apr. 23, 2021) (summarizing performance on selected HEDIS measures
from reporting year).
161 Id
162 See Weight Assessment and Counselingfor Nutrition and Physical Activity for
Children/Adolescents(WCC), NAT'L COMM. FOR QUALITY ASSURANCE,

https://www.ncqa.org/hedis/measures/weight-assessment-and-counseling-for-nutrition-andphysical-activity-for-children-adolescents/ (last visited Apr. 23, 2021) (reporting number of
children who received nutritional counseling).
163 See generally CMS All-inclusive Care for Elderly, 42 C.F.R. § 438 Subpart E (showing
that CMS requires states to employ a variety of means to monitor quality); see also id.
§ 438.10(e)(1) (collecting HEDIS measures is not one of the requirements, however, when
collected, States must make them available to potential managed care enrollees).
164 Id.
165 See PERKINS & SOMERS, supra note 150, at 165 (discussing the issues regarding the
measures used).
166

EMBRY M. HOWELL ET AL., MEDICAID AND CHIP RISK-BASED MANAGED CARE IN 20

STATES 45 (2012).
167 Id.
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Core Set of Children'sHealth QualityMeasures

The Children's Health Insurance Program Reauthorization Act of 2009
(CHIPRA) required CMS to establish a core set of children's health care
quality measures and update them annually. 168 States collect information on
these measures and report it to CMS. 169 States are not currently required to
collect the core measure but will be required to do so starting in 2024.171
Currently, measures reported by twenty-five or more states are publicly
reported, including in a reporting mechanism CMS calls the Medicaid and
CHIP Scorecard. 171 Some of the measures are the same as those collected
through HEDIS, such as well-child visits and immunizations for
adolescents. 172 Others are essentially the same as those collected through
Form 416, including the percentage of eligible children who received
preventive dental services. 173 The Scorecard shows how state Medicaid and
CHIP programs are serving beneficiaries by presenting the core measure data
in easy-to-understand charts and graphs. 174 Annual reports on the children's
health quality measures show trends in state performance and how that
performance compares to other states. 175 For example, the most recent
reports showed significant improvement in receipt of adolescent and child

168 See 42 U.S.C. § 1320b-9a(b)(5) (Beginning no later than January 1, 2013, and annually
thereafter, th Secretar hall publish recommended changes to the core measures..."); see
also generally, Medicaidand CHIP Child and Adult Core Sets Annual Review and Selection
Process, CTRS. FOR MEDICARE & MEDICAID SERVS., https://www.medicaid.gov/medicaid/
quality-of-care/downloads/annual-core-set-review.pdf (last visited Apr. 23, 2021) (listing

core set of children's health care quality measures for that year).
169 State Health System Performance,MEDICAID.GOV, https://www.medicaid.gov/stateoverviews/scorecard/state-health-system-performance/index.html (last visited Apr. 23,

2021).
170

Id.

171 Id.

172 See id. (reporting Medicaid and CHIP State Health Performance). Compare CTRS. FOR
MEDICARE & MEDICAID SERVS., 2021 CORE SET OF CHILDREN'S HEALTHCARE QUALITY

MEASURES FOR MEDICAID AND CHIP 1-2 (2021), with HEDIS Measures and Technical
Resources, NAT'L COMM. FOR QUALITY ASSURANCE, https://www.ncqa.org/hedis/measures/

(last visited Apr. 23, 2021).
173 Compare CTRS. FOR MEDICARE & MEDICAID SERVS., 2021 CORE SET OF CHILDREN'S
HEALTHCARE QUALITY MEASURES FOR MEDICAID AND CHIP 1-2 (2021), with CTRS. FOR
MEDICARE & MEDICAID SERVS., INSTRUCTIONS FOR COMPLETING FORM CMS-416: ANNUAL
EARLY AND PERIODIC SCREENING, DIAGNOSTIC, AND TREATMENT (EPSDT) PARTICIPATION

REPORT 1 (2014).
174 State Health System Performance, supranote 169
175 Id.
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performance on some child health measures, such as receipt of recommended
vaccinations for children and adolescents, was above seventy-five percent,
which is encouraging. 177 In contrast, state performance on other measures,
including use of preventive dental services, receipt of dental sealants, and
developmental screening in the first three years of life, were below fifty
percent. 178 This means that half of eligible children did not receive these
crucial services. 179

Thus, there is a wealth of information about delivery of EPSDT services,
much of which is readily available on the web. These data sources enable
states, managed care plans, and policy makers to target particular aspects of
a state's performance for improvement and measure progress over time.
Moreover it is there for Medicaid beneficiaries, providers, advocates, the
press, and other members of the public to review and assess how their states'
Medicaid programs are performing.
V.

THE FUTURE OF EPSDT

Looking forward, EPSDT must be implemented as a twenty-first century
benefit that ensures timely and adequate health services for low-income
children. As noted above, various data sources show strong performance in
some areas, such as well-child visits, and weaknesses in others, including
receipt of dental services. Policy makers and other stakeholders will need to
understand and work aggressively to implement the statutory requirements,
while ensuring that EPSDT policies are kept up to date.
We expect four trends involving state EPSDT programs to play out in the
coming years. First, EPSDT programs will need to focus on social
determinants of health by maintaining affirmative outreach to families and
more aggressively forging links with community services. Second, those
entities implementing EPSDT will need to ensure that children's health needs
are determined based on individualized assessments that reflect the current
state of health care, not outdate and/or across-the-board coverage guidelines.
Third, EPSDT will need to strengthen coverage of family-centered,
community-based services for children with special health care needs.
Fourth, policy makers and other stakeholders will need to ramp up their use
of data, both national and other more granular data, to hold government
176

CTRS. FOR MEDICARE & MEDICAID SERVS., FACT SHEET: QUALITY OF CARE FOR CHILDREN

AND ADULTS IN MEDICAID AND CHIP: OVERVIEW OF FINDINGS FROM THE 2019 CHILD AND
ADULT CORE SETS

3 (2020).

177 Id. at 2.
178 Id.
179 Id.
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entities accountable and to expose and address health inequities.
these trends is discussed below.
1.

175
Each of

Linking EPSDT to social determinantsof health

Health care practitioners, policy makers, academics, and advocates
increasingly recognize that that social determinants of health-the conditions
in which we live, learn, work, and play-are driving health outcomes. 180
Population health cannot improve without addressing the social,
environmental, and behavioral factors that lead to the majority of health
problems. 181 Thus, policy makers and health care providers are increasingly
focusing on issues such as housing, food security, education, and systemic
racism as part of a holistic approach to improving health outcomes. 182
Although these social determinants have a profound effect on health, with
strictly limited exceptions, Medicaid does not pay for housing, nutrition, or
educational services and its limited funds are already taxed providing for the
basic health care needs of all beneficiaries. 183 Yet, as CMS and others
recognize, the Medicaid program provides numerous opportunities to address
these social determinants. 184 This is particularly true of EPSDT, given its
preventive thrust. A number of Medicaid and EPSDT features target social
determinants, in particular, EPSDT's requirement of aggressive and targeted
outreach; 185 making connections with organizations that provide nutrition,
"0 See, e.g., Cara V. James, Actively Addressing Social Determinants of Health Will Help Us
Achieve Health Equity, HEALTHIT ANSWERS (May 9, 2019), https://www.healthitanswers.
net/actively-addressing-social-determinants-of- health-will-help-us-achieve-health-equity-2/
(providing an overview to various social determinants and steps for addressing them).
181 Id.
182 See Karen DeSalvo & Michael O. Leavitt, For an Option to Address Social Determinants
of Health, Look to Medicaid, HEALTH AFFS. BLOG (July 8, 2019), https://www.health
affairs.org/do/10.1377/hblog2Ol9O7Ol.764626/full/; Manatt, Phelps & Phillips, LLP,
Medicaid's Role in Addressing Social Determinants ofHealth, ROBERT WOOD JOHNSON
FOUND. (Feb. 1, 2019), https://www.rwjf.org/en/library/research/2019/02/medicaid-s-role-inaddressing-social-determinants-of-health.html.
183 Letter from CMS Acting Deputy Admin. & Dir. Anne Marie Costello to St. Health
Officials, MEDICAID.GOV (Jan. 7.2021) at 5, 9, https://www.medicaid.gov/federal-policyguidance/downloads/sho2l00l.pdf; HANNAH KATCH, MEDICAID CAN PARTNER WITH
HOUSING PROVIDERS AND OTHERS TO ADDRESS ENROLLEES' SOCIAL NEEDS 3 (Ctr. on Budget

and Pol'y Prior. 2020) https://www.cbpp.org/research/health/medicaid-can-partner-withhousing-providers-and-others-to-address-enrollees-social.
184 Manatt, Phelps & Phillips, LLP, supra note 182; see also Letter from CMS, supra note

183.
185 See 42 U.S.C. §1396a(a)(43)(A) (requiring informing eligible beneficiaries of EPSDT

services and need for immunization); 42 C.F.R. § 441.56(a) (requiring written, oral, and
non-technical outreach); CTRS. FOR MEDICARE & MEDICAID SERVS., supra note 77, at 5-7
(requiring targeted informing); see also supra Section III, Part I "Outreach and Informing."
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housing, and similar supports; 186 and Medicaid's coverage of case
management services, which can connect children with social services and
supports. 187 For example, Michigan made targeted case management
services available to Medicaid-eligible children served by Flint's water
system, such as comprehensive assessments, nutritional support, and early
education programs. 188 Federal and state agencies and other health policy
experts continue to explore ways in which Medicaid can address social
determinants of health. 189 Medicaid managed care plans are an integral part
of this effort.190 Various states are requiring their managed care plans to
evaluate community needs, demonstrate capacity for integrating social
determinants, and develop relationships with community organizations, such
as Head Starts, food banks, and faith based organizations. 191 Some states
have also used managed care contract provisions to address a wide variety of
social determinants of health including requiring plans to connect enrollees
with housing services and nutritional support and coordinate with schools
and school based health centers.1 92 Medicaid policy makers must highlight
and strengthen these built-in Medicaid and EPSDT features that promote
connections with organizations that can address social determinants.
2.

Ensuringtreatment decisions are based on individual assessment,
not just clinicalguidelines

The Medicaid EPSDT provisions require covered services to be provided
when "necessary to correct or ameliorate" the child's condition, thus the
provisions require individualized assessment and treatment of each child's
medical needs.1 93 This requirement for individualized treatment is being
tested as health insurers and medical practices are increasingly making

186 42 C.F.R. § 441.61(c); see also EPSDT Guide, supra note 78, at 27 (discussing how
Medicaid governs making these connections).
187 42 U.S.C. § 1396d(a)(19); 42 C.F.R. § 440.169.
188 Kate Honsberger et al., State Strategies to Improve Childhood Lead Screening and
Treatment Services Under Medicaidand CHIP, NAT'L ACAD. FOR STATE HEALTH POL'Y 1, 4
(April 2018), https://www.nashp.org/wp-content/uploads/2018/04/Childhood-LeadScreening.pdf.
189 Letter from CMS, supra note 183; Manatt, Phelps & Phillips, LLP, supranote 182.
19' DeSalvo & Leavitt, supra note 182.
191

Id.

192 TINA KARTIKA, NAT'L ACAD. FOR STATE HEALTH POL'Y, How STATES ADDRESS SOCIAL
DETERMINANTS OF HEALTH IN THEIR MEDICAID CONTRACTS AND CONTRACT GUIDANCE

DOCUMENTS 1-2 (2018), https://www.nashp.org/wp-content/uploads/2018/08/SocialDeterminants-of-Health-in-Medicaid-Contracts-plus-CT-12_6_2018.pdf.
193 Early and Periodic Screening, Diagnostic, and Treatment, supra note 134.
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coverage decisions by applying clinical guidelines. 194 This is causing
problems for families and children. In some instances, the clinical guidelines
have been copyrighted by private companies that strictly license their use to
insurers and do not make them readily available to the public. 19 5 There is
also growing evidence that some guidelines use algorithms or other
evidentiary bases that are based on biased data, assumptions, and
modeling.196 A 2019 study by Ziad Obermeyer found algorithms are not
accounting for the sicker health status of Black patients as compared to White
patients, resulting in less money spent caring for Black patients than

White. 197
Some individuals have been forced to file litigation to obtain disclosure of
the clinical guidelines being used to deny EPSDT coverage. 198 In Salazar v.
District of Columbia, for example, the District of Columbia Medicaid agency
reduced coverage of a child's in-home care based on treatment guidelines
developed and copyrighted by a private company. 99 The child requested
copies of the guidelines, but the District refused to turn them over, citing
copyright and trade secret laws. 200 The court, however, ordered disclosure,
finding that it was "patently irresponsible to presume that Congress would
permit a state to disclaim federal responsibility by contracting away its
obligation to a private entity." 20 1 Thereafter, the child obtained coverage of
in-home health services based on her individual need, not the amount listed
on the clinical guideline. 202 In another case, the Florida Medicaid agency
denied coverage citing a lack of clinical evidence supporting the efficacy of
the requested service. In K.G. v. Dudek, Florida's Medicaid Agency refused
194 ROBIN GRAHAM ET AL., INST. OF MED., CLINICAL PRACTICE GUIDELINES WE CAN TRUST 2

(Nat. Acad. Press eds., 2011) (noting thousands of guidelines have been produced).
195 See Salazar v. District of Columbia, 596 F. Supp. 2d 67, 68 (D.D.C. 2009), partial recon.
granted, 750 F. Supp. 2d 65 (D.D.C. 2010) (ordering the District to disclose copyrighted
clinical guidelines used by managed care contractor to deny request for EPSDT in-home
services).
196 Ziad Obermeyer et al., Dissecting Racial Bias in an Algorithm Used to Manage the
Health of Populations, 366 SCI. 447, 447 (2019).
197 Id.; see also Ibram X. Kendi, There is No Such Thing as Race in Health-care Algorithms,
1 LANCET e375, e375 (2019) (discussing the importance of transparency for evaluation and
validation to ensure algorithms do not reinforce racial biases).
198 See Salazar v. District of Columbia, 596 F. Supp. 2d 67, 68 (D.D.C. 2009), partial recon.
granted, 750 F. Supp. 2d 65 (D.D.C. 2010) (requiring disclosure of clinical guidelines); K.G.
v. Dudek, 864 F. Supp. 2d 1314, 1315 (S.D. Fla. 2012), aff'd in part and vacated and
remanded in part; Garrido v. Dudek, 731 F.3d 1152 (11th Cir. 2013), later history omitted.
199 Salazar, 596 F. Supp. 2d at 68.
2 00
Id.
201 Id. at 69-70 (citations omitted).
202 Personal knowledge of the authors. The National Health Law Program is co-counsel to
the children in Salazar v. D.C.
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coverage on the ground that there was an insufficient evidentiary basis to
support coverage of Applied Behavioral Analysis (ABA) therapy for children
with autism. 203 Florida relied on non-scientific summaries contained in a
high-level, meta-analysis of the research to argue that the therapy was
experimental under Florida law. 204 The court rejected the State's position,
concluding that ABA has been the "consensus in the medical community"
for treatment for autism since the 1990s. 205 The position taken by the state
Medicaid agencies in these cases is cause for concern. Although clinical
standards can prevent ineffective treatments and establish performance
measures for comparing health plans, the use of these standards can conflict
with federal EPSDT requirements when applied reflexively by states or
health plans to make coverage decisions. 206 Notably, many treatments and
clinical therapies-while quite effective for an individual child-will not
have research-based evidentiary support. 207 There are numerous reasons for
this. Clinical trials have historically excluded children. 208 In addition, some
conditions affect too few children to allow for a clinically valid study. 209
Finally, as Garrido illustrates, even when clinical research exists, the state
may base its coverage policy on reports and non-scientific summaries that do
not completely or accurately reflect the scientific literature. 210 Notably, the
Social Security Act includes provisions to protect Medicaid-eligible children
203 K.G. v. Dudek, 864 F. Supp. 2d 1314, 1315 (S.D. Fla. 2012) (finding ABA therapy for
children with autism is a rehabilitative service covered by the Medicaid Act and is not
experimental), aff'd in part and vacated andremanded in part; Garrido v. Dudek, 731 F.3d
1152 (11th Cir. 2013) (finding district court did not abuse its discretion in issuing a

permanent injunction that overruled state's determination that ABA was experimental), later
history omitted.
2 04
K.G., 864 F. Supp. 2d at 1322-23.
205 K.G. ex rel. Garrido v. Dudek, 981 F. Supp. 2d 1275, 1287 (S.D. Fla. 2013) (citing
testimony of autism specialists, treating physicians, and former editor of the Journalof
Applied BehavioralAnalysis).
206 See 42 U.S.C. § 1396d(r)(5) (requiring treatment needed to "correct or ameliorate" the
child's condition); see generally Sara Rosenbaum, Health Insurance and Coverage of
Evidence-Based Care, 132 PUB. HEALTH REP. 260, 261 (2017) (discussing legal protections
governing access to evidence of treatment efficacy).
207 Austin Frakt, Why Doctors Still Offer Treatments That May Not Help, N.Y. TIMES (Aug.
26, 2019), https://www.nytimes.com/2019/08/26/upshot/why-doctors-still-offer-treatmentsthat-may-not-help.html.
208 Suz Redfearn, Clinical TrialPatientInclusion and Exclusion CriteriaNeed an Overhaul,
Say Experts, CENTERWATCH (Apr. 23, 2018), https://www.centerwatch.com/articles/12622clinical-trial-patient-inclusion-and-exclusion-criteria-need-an-overhaul-say-experts.
209 COMM. ON CLINICAL RSCH. INVOLVING CHILDREN, ETHICAL CONDUCT OF CLINICAL

RESEARCH INVOLVING CHILDREN 80 (Marilyn J. Field & Richard E. Behrman eds., 2004).
210 See e.g., K.G. ex rel. Garrido v. Dudek, 864 F. Supp. 2d 1314 (S.D. Fla. 2012)
(discussing the accuracy of various summaries of research regarding efficacy of ABA
therapy).
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from the improper use of evidence-based measures.21 While calling on
states to employ quality of care metrics to assess their Medicaid programs,
states are prohibited from using quality measures to establish an irrebuttable
presumption regarding either the medical necessity or the amount of
Medicaid coverage that a child receives. 212 Moving forward, policy makers
will need to balance scientific advancements against the need to make
individual, child-specific coverage decisions.
3.

Improving family-centered, home and community-based EPSDTfor
children with special health care needs

More than thirteen million children, eighteen percent of the entire U.S.
child population have special health care needs. 213 Medicaid covers about
half of children with special health care needs. 214 Children with special
health care needs have, or are at increased risk of having, one or more chronic
physical, developmental, or behavioral condition. 215 Thus, these children
need more health care, both inpatient and outpatient, than other children. 216
Yet, nearly twenty percent of families with a special needs child report at
least one unmet health need, such as in-home nursing, preventive care, or
prescription coverage.21 7 Nearly half of families of children with special
health care needs experience issues related to their children's needs,
including unmet medical needs, financial problems, and reduced
employment. 218
Due to medical and treatment advances, family-centered, in-home care
can enable children with special health needs to achieve improved health
§ 1320b-9a(h) (prohibiting use of quality measure to establish an
irrebuttable presumption regarding either the medical necessity or amount for Medicaid or
CHIP); id. at § 1320b-9a(b)(7) (stating that use of pediatric quality measures does not
support restriction of coverage to only evidence-based services).
211 See 42 U.S.C.

212 Id.

213 See CINDY MANN ET AL., MANATT HEALTH, KEEPING MEDICAID'S PROMISE:
STRENGTHENING ACCESS TO SERVICES FOR CHILDREN WITH SPECIAL HEALTH CARE NEEDS 4

&

(2019) (discussing health care needs and challenges facing children with special health needs
and offering best practices for addressing them); see also, e.g., MARYBETH MUSUMECI
PRIYA CHIDAMBARAM, KAISER FAM. FOUND., ISSUE BRIEF: MEDICAID'S ROLE FOR CHILDREN
WITH SPECIAL HEALTH CARE NEEDS: A LOOK AT ELIGIBILITY, SERVICES, AND SPENDING 1

(2019) (assessing the extent to which Medicaid provides coverage for children with special
needs).
2 14
MANN ET AL., supra note 213, at 4.
21 Jane Perkins & Rishi Agrawal, ProtectingRights of Children with Medical Complexity in
an Era of Spending Reduction, 141 PEDIATRICS S242, S243 (2018).
2 16
MANN ET AL., supra note 213, at 4.
217 Id. at 5.
218 Perkins & Agrawal, supra note 215.
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outcomes and avoid institutional care. 219 Unfortunately, state Medicaid
programs are not adequately arranging for and ensuring coverage of the
necessary home and community-based care that these children need.22
These problems must be addressed.
DHHS can assist states by providing guidance to state Medicaid agencies
on Medicaid and EPSDT coverage requirements as they relate specifically to
children with special needs.221 The agency also needs to clarify for all
stakeholders how Medicaid EPSDT requirements relate to other federal laws,
such as the ADA, which affords additional protections to children with
special health care needs.222
It will also be important to maintain access to court for families and
children when policy makers are not addressing systemic, ongoing problems.
Carefully structured litigation has produced court orders and settlements that
have improved the availability of community-based services for children
with special health needs. 223 Rosie D. v. Romney, for example, focused on
EPSDT's periodic screening and treatment provisions to require the State of
Massachusetts to implement a state-of-the art system for providing screening,
service coordination, as well as crisis and home-based services for children
with serious emotional disturbances.224 Similarly, Katie A., ex rel. Ludin v.
Los Angeles County, focused on EPSDT requirements-to "arrange for" the
treatments that children need-and required the State of California to ensure
that children in the foster care system were receiving intensive behavioral
services, including therapeutic foster care services. 225 Courts are also
enforcing these EPSDT provisions and the Americans with Disabilities Act

219 See Carolyn C. Foster et al., Home Health Carefor Children with Medical Complexity:
Workforce Gaps, Policy and Future Directions, 38 HEALTH AFFS. 987, 990 (2019)
(discussing care coordination and other reform to ensure children with medically complex
conditions obtain needed in-home care).
2 20
MANN ET AL., supra note 213, at 7.
221 See DEP'T OF HEALTH & HUM. SERVS., CMS INFORMATIONAL BULLETIN: CLARIFICATION
OF MEDICAID COVERAGE OF SERVICES TO CHILDREN WITH AUTISM (2014), (describing

coverage pathways, including EPSDT requirements).
222 See generally Letter from Timothy Westmoreland, supranote 124 (discussing EPSDTADA interplay).
223 Rosie D. v. Romney, 410 F. Supp. 2d, 18, 52-53 (D. Mass. 2006) (regarding 42 U.S.C.
§ 1396a(a)(43)).
224 Id.
225 Katie A., ex rel. Ludin v. Los Angeles Cnty., 481 F.3d 1150 (9th Cir. 2007) rev'g, 433 F.
Supp. 2d 1065 (C.D. Cal. 2006) (regarding 42 U.S.C. § 1396a(a)(43)(C)).
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to require coverage of in-home nursing services needed by children with
medically complex conditions. 226
4.

Using data to hold policy makers and managed care plans
accountable

CMS and states collect and maintain a trove of valuable data about
children's health that can provide a picture of how well states and managed
care plans are doing to deliver EPSDT services.2" This data not only allows
states to hold managed care plans accountable, but it can help CMS ensure
that states are fulfilling their responsibility to ensure that the managed care
system complies with Medicaid law and provides required services.228
Moreover, there are opportunities to improve the quality of the data to
provide an even clearer picture of a states' performance. As discussed above,
the Form 416 is readily available from CMS and provides a quarter century
of historic data on delivery of key elements of EPSDT. 229 And, CMS already

publishes some results from the Child Core Set of Children's Health Quality
Measures for those states who report them. 23 ' There is no current mandatory
reporting requirement to report such data, however, beginning 2024, this
information must be reported by all states including the District of
Columbia. 21 1 Moreover, the user-friendly presentation of this data in the

226

See, e.g., O.B. v. Norwood, 838 F.3d 837, 840 (7th Cir. 2016), aff'g, 170 F. Supp. 3d

1186 (N.D. Ill. 2016) (enforcing Medicaid EPSDT "arrange for" provisions to require
coverage of in-home shift nursing for children with medically complex conditions); I.N. v.
Kent, No. C 18-03099 WHA, 2019 WL 1516785, at 4 (N.D. Cal. Apr. 7, 2019) (granting
preliminary approval of class settlement requiring Medicaid agency to designate case
management service providers for children with medically complex conditions who need inhome private duty nursing services); A.H.R. v. Wash. State Health Care Auth., 469 F. Supp.
3d 1018, 1019 (W.D. Wash. 2016) (finding state failed to "arrange for" in-home private duty
nursing services needed by children with medically complex conditions which likely
violated EPSDT and the ADA).
227 Early and Periodic Screening, supra note 134.
228 See Data for Program Accountability and Policy Development:
Managed Care,
MEDICAID & CHIP PAYMENT & ACCESS COMMISSION, https://www.macpac.gov/subtopic/
data-for-program-accountability-and-policy-development/ (describing how managed care
data enables oversight and accountability) (last visited on June 2, 2021).
229 Id.
230 2021 Core Set of Children's Healthcare Quality Measures for Medicaid and CHIP 1-2
(2021), CTRS. FOR MEDICARE & MEDICAID SERVS. (2021), https://www.medicaid.gov/
medicaid/quality-of-care/downloads/2021-child-core-set.pdf.
231 CMCS Informational Bulletin: 2021 Updates to the Child and Adult Core Health Care
Quality Measurement Sets 2, DEPT. OF HEALTH & HUM. SERVS., (2021),
https://www.medicaid.gov/federal-policy-guidance/downloads/cibl 11920.pdf.
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Scorecard makes it easy to assess a state's performance on selected
measures.2 32 However, CMS can and should do more.
All states reported at least one measure from the Child Core Set in 2019
and forty-nine reported on at least half those measures. 233 Unfortunately,
CMS released data only on measures reported by at least twenty-five states
and only those that met standards for data quality. 234 Mandating collection
of the Core Set is a good start; however, CMS should release all measures
that meet its standards and redouble efforts to ensure that data quality
standards are met or, release measures with clear explanation as to why the
measure collection did not meet data quality standards. In addition, CMS
should strengthen and improve standards on collecting race, ethnicity, and
language-based utilization data, to enable policy makers and health care
providers better understand and address underlying health disparities.2
Moreover, while collection and reporting of HEDIS measures is not
mandated by CMS, a number of states require their Medicaid managed care
organizations to do so and make the measures available on the web.23 6 CMS
can also mandate collecting and reporting HEDIS, as it does in Medicare.2
Such efforts will make information about the quality of care delivered to the
millions of children enrolled in managed care plans available for all states
using Medicaid managed care.
Armed with this data, Medicaid beneficiaries, advocates, and providers,
along with the press, and other members of the public would have the means
to monitor and hold managed care plans and state Medicaid agencies
accountable for fulfilling their responsibilities under the Medicaid

232 State Overviews: State Profiles, MEDICAID.GOv, https://www.medicaid.gov/stateoverviews/state-profiles/index.html (last visited Apr. 23, 2021).
2 33
CTRS. FOR MEDICARE & MEDICAID SERvS., supra note 176.
234Id

Elizabeth Lukanen & Emily Zylla, Exploring Strategies to Fill Gaps in MedicaidRace,
Ethnicity, and Language Data, ST. HEALTH VALUE STRATEGIES (Oct. 1, 2020),
https://www. shvs.org/exploring-strategies-to-fill-gaps-in-medicaid-race-ethnicity-andlanguage-data/.
236 See, e.g., PerformanceMeasure Data Submissionsfor Medicaid, FLA. AGENCY FOR
HEALTH CARE ADMIN., https://ahca.myflorida.com/medicaid/quality_me/submission.shtml
(last visited Apr. 23, 2021) (listing performance measures for state Medicaid program);
Washington State HEDIS Quality Measures (Claims Based) - Data Dashboard,WASH. OFF.
FIN. MGMT., https://ofm.wa.gov/washington-data-research/health-care/health-care-accessutilization-and-quality/washington-state-hedis-quality-measures-claims-based-datadashboard (last visited Apr. 23, 2021).
237 CMS Quality Improvement Program, 42 C.F.R. § 422.152 (2020).
235
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program. 238 Moreover, CMS can do more with this data to drive
improvement in child health. A recent report from the U.S. Government
Accountability Office (GAO) faults CMS for failing to use available Form
416 and Child Core Set data to improve performance. 239 It recommended
that the agency set performance measure targets, evaluate progress towards
these targets, and take action to resolve identified issues. 240 CMS did not
agree with all of these findings and did not agree to take the recommended
actions and claimed that the actions it had taken and the activities it already
conducts are sufficient to ensure quality.241 It remains to be seen whether
EPSDT performance does improve, despite CMS rejecting the GAO's
recommendations.
If it does not, perhaps a new administration and
leadership will bring a new direction and commitment to imposing specific
standards for delivery of services and requiring states to adhere to those
standards.
VI.

CONCLUSION

EPSDT is the gold standard benefit for children and youth. It must
continue to adapt to a changing world and strengthen if it is to embody
twenty-first century standards. Not only must CMS and state Medicaid
agencies ensure that preventive screening services are widely available, but
they must also expand EPSDT to move beyond medical care and support
children with special needs to focus on community-based services and
linking families to the services they need to focus on social determinants of
health. Finally, federal and state agencies must ensure that policy makers,
providers, and beneficiaries have access to accurate and timely data that can
be used to chart successes and address health inequities. EPSDT has
established the foundation for a nation of healthy children. Policy makers,
providers, and advocates for children's health must build on this foundation
to bring EPSDT's promise to reality.

238 See Wayne Turner et al., A Guide to Oversight, Transparency, and Accountability in
MedicaidManaged Care (Jane Perkins et al., eds., 2015) (providing an in-depth discussion
of how advocates can use data to monitor Medicaid managed care performance and push for
improvements).
239 U.S. Gov'T ACCOUNTABILITY OFF., supra note 149, at 24.
240

Id.

241

Id. at 31-32.
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